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The moral experience of illness and its impact on normalisation: Examples from 
narratives with Punjabi women living with rheumatoid arthritis in the UK 






The moral component of living with illness has been neglected in analyses of long-term 
illness experiences. This paper attempts to fill this gap by exploring the role of the moral 
experience of illness in mediating the ability of those living with a long-term condition (LTC) 
to normalise. This is explored through an empirical study of women of Punjabi origin living 
with rheumatoid arthritis (RA) in the UK.  Sixteen informants were recruited through three 
hospitals in UK cities and interviews conducted and analysed using a Grounded Theory 
approach.  The intersection between moral experience and normalisation, within the broader 
context of ethnic, gender and socio-economic influences, was evident in the following: 
disruption of a core lived value (the centrality of family duty), beliefs about illness causation 
DIIHFWLQJLQIRUPDQWV¶µPRUDOFDUHHU¶, and perceived discrimination in the workplace. The data 
illustrate the importance of considering an ethnic FRPPXQLW\¶V specific values and beliefs 
when understanding differences in adapting to LTCs and changing identities. 
Word count for abstract: 158 
Word count for article: 7991 





The moral component of living with illness is not new, but is often overlooked in analyses of 
experiences of LTCs&KDUPD]¶VKLHUDUFK\RImoral status in living with a LTC 
LOOXVWUDWHGKRZDVLFNSHUVRQ¶VDELOLW\WRPDNHPRUDOFODLPVFDQFKDQJHRYHUWLPH (from 
validated to accepted to questionable) and lead to a loss of moral status.   Moral status may be 
contested by others and individuals often risk the deterioration in their condition to lessen the 
impact on their identity as a competent actor, for example, functioning mother, husband, 
worker (Charmaz 1999).  Bury (2001:274) describes the moral narratives that are evident in 
descriptions of biographical disruption as evaluating the links between the person and the 
VRFLDODVµVXIIHUHUVVHHNWRDFFRXQWIRUDQGSHUKDSVMXVWLI\WKHPVHOYHs in the altered relations 
RIERG\VHOIDQGVRFLHW\EURXJKWDERXWE\LOOQHVV¶%XU\VKRZVWKDWPRUDOQDUUDWLYHV
may be used to exonerate the individual from blame and maintain self-worth, where others 
may portray culpability. Both of these authors describe the role of legitimisation of illness in 
LQGLFDWLQJDODUJHUSUREOHPDERXWKRZWRUHLQVWDWHRQH¶VPRUDOLW\ and identity. 
Early recognition of a moral component in illness and disability is found in the contributions 
of Goffman (1963), Erikson (1966), and Scott (1969) in their analysis of the concept of 
stigma and provide a tangible example of morality in the illness experience.  For example, 
Goffman (1963) describes stigma as occXUULQJWKURXJKD³PRUDOFDUHHU´ when a stigmatized 
person learns socLHW\¶VVWDQGSRLQWDQGZKDWLWPLJKWEHOLNHWRSRVVHVVDSDUWLFXODUVWLJPD
Yang and colleagues (2007:1524) used the concept of moral experienceRUµwhat is most at 
stake for actors in a local social world¶, to understand the stigma of mental illness in China 
and the United States since it allows an examination of what really matters and what is 
threatened.  Stigma processes may occur during key times that introduce patients (and family) 
WRVWLJPDWL]HG³FDUHHUV´ZKLFKPD\EHFXOWXUDOly determined (Yang et al. 2007), such as 
marriage.  By understanding how the individuals¶ DQGWKHLUFRPPXQLW\¶Vcore lived values 
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and actions are affected by and shape the lived experiences of illness, it may also be possible 
to explain how the moral experience affects the ilOSHUVRQ¶VDELOLW\WRDGDSWRYHUWLPH, and 
what mediates this relationship between moral experience and adaptation.  
The concept of stigma has been differentiated into problems of knowledge (ignorance or 
misinformation), attitudes (prejudice) and behaviour (discrimination) (Thornicroft 2006). One 
of the ways in which an individual may hope to limit discrimination is through normalisation. 
Knafl and Deatrick (1986) identified four elements in this normalisation process: (1) 
acknowledging the impairment is present; (2) defining life as basically normal; (3) 
minimising social consequences of the illness; and (4) engaging in behaviour that 
demonstrates normalcy to others. However, this may be difficult in communities where 
illness is viewed as a person failing, isolates affected individuals, and where extended 
families living together provide little privacy (Kett et al. 2010).  There is little evidence about   
how ethnicity and culture affect illness management strategies.  Anderson and colleagues¶
(1989) study described how the moral discourse around normalisation differed between 
Chinese and white families living in Canada.  Importantly, the authors emphasized that it may 
EHWKHPDWHULDOFLUFXPVWDQFHVRISHRSOH¶VOLYHs, rather than ethnic differences that explained 
differing belief systems. 
 
Ethnicity in this paper is concerned with notions of language, culture, religion, nationality 
and shared heritage (Fenton 1999, Modood et al. 1994), and how these influences further 
complicate living with a LTC.  Identity is fluid, contingent on social circumstances, economic 
SRVLWLRQDQGLQGLYLGXDOV¶FKRLFHRIFKDUDFWHULVWLFVZLWKZKLFKWRGHILQHWKHPVHOYHVHJ
language or religion) (Karlsen & Nazroo 2006) and studies collecting data at one time point 
may provide a static snapshot of a concept that changes through time and space.  Ethnicity 




traditions, beliefs, practices or tastes (e.g. in clothes) than in traditional classifications found 
in the literature. It is beyond the scope of this paper to provide an overview of the literature 
on health and ethnicity (see e.g. Davey Smith et al. 2000), but there is a lack of literature 
examining the intersectionality of ethnicity, gender, class and socio-economic factors in the 
meaning of (ill)health. Cooper (2002) illustrated that gender inequality remained after 
adjusting for socio-economic characteristics in health disparities, and therefore we consider 
gendered expectations in particular an important aspect to explore in relation to 
normalisation. 
 
The original aim of the study was to determine important treatment outcomes for Punjabi 
women living with RA in the UK (Sanderson et al. 2012), but it was found that there was 
substantial data on the importance of normality and wanting to lead DµQRUPDOOLIH¶The aim 
of this paper is to present how the moral experience of illness and the process of 
normalisation intersect for Punjabi women living with RA in the UK. 
 
Methods 
A pragmatic decision was made to recruit UK Punjabi RA patients, given existing 
collaborations with rheumatology clinical consultants with access to sufficiently large 
numbers of a minority population to aid recruitment.  Given the complexity of ethnicity and 
culture, this study focused on one cultural group: those self-defining as Punjabi, which was 
characterised by speaking Punjabi, migrating from the traditional area of the Punjab region, 
or having relatives that had done so, but within the context of currently living in the UK.  The 
intention was to avoid creating a heterogeneous group of participants, which is common in 
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rheumatology research (e.g. South Asian) and it is believed through feeding back of emergent 
themes to subsequent informants that a shared identity of UK Punjabi is appropriate. 
Face-to-face interviews were conducted since they allow in-depth understanding of the 
personal context of the participants and are well suited to researching complex phenomena 
(Ritchie & Lewis 2003).  Informants with a confirmed diagnosis of RA (Aletaha et al. 2010) 
were recruited through three teaching hospitals in three English cities with diverse Punjabi 
communities (in terms of size and dominant religion).  Patients were identified from medical 
notes available prior to clinical appointments by clinical staff and approached by 
professionals able to speak Punjabi when they were available.  Information was available in 
written English and an audio Punjabi version since many individuals of Punjabi origin are 
unable to read the script. 
Recruitment focused initially on those who were first generation migrants since these were 
thought to be harder to recruit.i  Informants were purposively sampled for age, being first or 
second generation, English proficiency, disease duration, self-reported disease severity, 
functional disability, and religion.   Diversity was achieved, apart from religion where most 
informants were Sikh and this reflects the dominant religion of the Punjabis living in the 
three recruitment locations. 
Of the 42 women approached to participate, 19 were recruited, but three did not attend the 
interview due to a flare up in their condition.  Feedback indicated that these Punjabi women 
regardless of socio-demographic background were wary of participation in research, and 
disinclination from their families was sometimes very strong. In total, 16 informants were 
interviewed (Table 1). Two informants were interviewed at work and 14 in the respective 
hospital premises in a private room, away from their usual place of care.  Homes were often 
housing many family members (up to 14) and it was thought that this may be problematic for 
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interviewing for reasons of confidentiality, although the setting would have provided valuable 
context. 
INSERT TABLE 1 HERE 
Informants gave written informed consent and completed a pre-interview questionnaire, 
which included demographic and illness-related questions to describe their characteristics.   
Five interviews were interpreted by KS (a nurse researcher based at one of the hospitals, but 
who for consistency interpreted across all three sites).  Interviews began with a general 
LQYLWDWLRQWR³7HOOPHDERXW\RXUKHDOWK´WRHQDEOHGDWDWRHPHUJHVSRQWDQHRXVO\, before 
prompting was used to address more specific themes identified from the literature (see Figure 
1).  The older informants generally found the broad opening question difficult and prompting 
around the impact of RA on their lives was required to build their confidence about their 
ability to contribute to the interview.  A female Punjabi patient research partner was involved 
throughout the study, including interpretation of the data.  The interviews were recorded and 
transcribed verbatim.   
Where interpretation was needed, KS provided the translated transcript and the translation in 
a sample of these were verified by a professional, independent interpretation service.  This 
was particularly valuable in translation of concepts such as disability or social circle, and was 
overcome by asking informants to clarify with concrete examples.  Cross-checking between 
interpreted and uninterpreted data for differences in expression was helpful in minimising the 
effect of translation on the process of analysis. The dynamics of conducting interpreted 
interviews with two researchers (one with a clinical background has been reflected upon in 
detail elsewhere (Sanderson et al. 2013). 
INSERT FIGURE 1 ABOUT HERE 
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A Grounded Theory approach was used in order to develop theory around the moral 
experience of illness, grounded in data systematically gathered and analysed (Strauss & 
Corbin 1998).  Data were initially coded to identify treatment outcomes important to the 
informants (Sanderson et al. 2012). The large amount of data on normality outcomes was 
further coded by cross-reference to the contextual explanations that informants gave for a 
lack of normality or challenges to self-management. In seeking to understand the similarities 
and differences in normalisation, it became evident that the moral experience of illness was 
central to their narratives, particularly in the micro-context of the daily life of informants.  
/DVWµQRUPDOLW\W\SRORJLHV¶Sanderson et al. 2011) were applied to each informant to 
determine whether these categories mapped across to these data by matching their profiles to 
the descriptions given for each typology (see Table 1). 
Data were primarily analysed by TS, and a sample of the transcripts were double coded by 
members of the interdisciplinary team, who were experienced in qualitative analysis.  Data 
saturation was reached after 16 participants in relation to the intersection of their moral 
experience and the normality typologies. Ethics approval was granted by the local Research 
Ethics Committee (ref. 10/H0102/10). 
 
Findings 
The findings are in two parts.  First, two case studies are presented, which illustrate the 
diverse moral and normalisation experiences of a first generation and a second generation 
woman. Second, the different influences on moral experience will be examined to provide an 
explanation for differences in normalisation. The analysis will therefore focus on the 
explanatory value of ethnicity, gender, and socio-economic position for understanding the 




Part one: Case studies illustrating the diversity of moral and normalisation experience of RA 
among UK Punjabi women 
Case study 1 provides an overview of the experience of a first generation woman. 
 
INSERT CASE STUDY1 HERE 
 
Case study 2 provides an overview of a second generation woman. 
 
INSERT CASE STUDY 2 HERE 
 
It is not the intention to imply that the experiences are diverse only due to the generation. A 
difference in the social position of the first and second generation informants was evident, 
partly due to most first generation women being older with ageing shaping their narratives, 
but also due to macro-contextual factors such as lack of education.   However, there were also 
commonalities across the generations, such as the strong cultural valXHRIµIDPLO\GXW\¶
which will be explored next. 
 
Part two: The interrelationship between moral experience and normalisation 
The common cultural influences affecting the 3XQMDELZRPHQ¶Vmoral experience of illness 
will now be addressed, using other informDQWV¶H[SHULHQFHVWRexpand on the relationship 
between moral experience and normalisation in the case studies.  Attention is focused on 
three main influences on moral experience: disruption of a core lived value (the centrality of 
family duty), how beliefs about illness causation DIIHFWLQIRUPDQWV¶PRUDOFDUHHU, and 




The core lived value of the µcentrality of family duty¶ 
7KLVZDVDUHFXUUHQWWKHPHWKURXJKRXWWKHGDWDZKLFKIRFXVHGRQWKHZRPHQ¶VH[SHFWHG
social roles within the family and how the illness affected their ability to fulfil their 
³UHVSRQVLELOLWLHV´$OWKRXJKSUHYLRXVUHVHDUFKVKRZed that (predominantly) white British 
ZRPHQZLWK5$ZHUHVRPHWLPHVFRQFHUQHGDERXWEHLQJDµSURSHUPRWKHURUZLIH¶
(Sanderson et al. 2011), there was not the same explicit emphasis on duty or responsibility.  
This has implications for the moral weight attached to not being able to fulfil this social role.  
The influence of traditional social norms around gendered roles and expectations was 
described by all age groups, from the first generation grandmother to the second generation 
µDFFXOWXUDWHG¶GDXJKWHUThe RA threatened to interrupt a valued social cycle of caring and 
being cared for, which they implied was different from mainstream gender-appropriate 
EHKDYLRXUWRZDUGVRQH¶VIDPLO\: 
³,WLVRXUGXW\WRORRNDIWHUWKHFKLOGUHQZKHQWKH\DUHVPDOO,WLVZKHQ,FDQ¶WGR
things any more, that is when I will expect my children to do things for me.  So then it 
is their duty...´Jai: first generation, None/Limited (L) English) 
³,W¶VDERXWKDYLQJWKDWUHsponsibility for your elders. WKHQ\RX¶UHD\RXQJVWHUWKH\
UDLVH\RX:KHQWKH\¶UHROG\RX¶UHWKHUHIRUWKHPDQGWKDW¶V KRZ3XQMDELFXOWXUHLV´
(Jasnam: second, Proficient/Fluent (P/F) English) 
The timing of the onset of symptoms was crucial for the magnitude of impact that this 
FXOWXUDOYDOXHKDGRQWKHLQGLYLGXDO¶VLOOQHVVH[SHULHQFH7KRVHZKRZHUHGLDJQRVHGLQROGHU
age were affected by personal feelings of guilt for being D³EXUGHQ´dependent, and in need.  
These older women still valued independence highly and wanted to contribute to looking 
after the younger members of the family, despite the expectation that they would be cared for.   
Although their dependence signalled a diminishment of their social worth to themselves 
(because they could no longer fulfil the social roles that had previously given them social 
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status), the anticipation (Williams 2000) of illness in older age by the community meant that 
their illness was to some degree legitimised. 
 
However, where onset of symptoms occurred earlier in life, the social impact of the illness 
was seen to be devastating.  $ELQDDVK¶VH[SHULHQFHZDVVKDUHGE\RWKHUVRIWUDGLWLRQDOO\
marriageable (and reproductive) age.  The key times when a diagnosis could initiate a 
VWLJPDWLVHGWUDMHFWRU\<DQJHWDODQGWKXVFDXVHVLJQLILFDQWµELRJUDSKLFDOGLVUXSWLRQ¶
(Bury 1987) or struggle to maintain normality were when arranging a marriage, being newly 
married and/or having young children to care for.   Being diagnosed at a young age with a 
LTC appeared to create µmoral questionability¶ (Charmaz 1999) about women because it was 
not biographically anticipated by others.  
³7KH\>WKHROGHUJHQHUDWLRQ@IHHOOLNH\RXPXVWKDYHGRQHVRPHWKLng.  Because they 
MXVWGRQ¶WXQGHUVWDQGWKDW: how can young people get ill.´Sukhnam: second, P/F) 
As a result, for those with unsupportive in-laws, little or no allowances were made for the 
invisible symptoms of pain and fatigue, and the effect that these had on carrying out everyday 
activities.  When living with large extended families (the largest household was 14 people), 
the workload at home could be substantial.  The psychological burden was increased when 
the woman was living with her in-laws because she perceived an increased need to prove her 
ability to fulfil her duties and maintain her moral status. 
³,PHDQ,GRQ¶WKDYHQRVXSSRUWQRVXSSRUWZKDWVRHYHU,FDQ¶WWHOOP\PRWKHU-in-
ODZ³/RRN,¶YHGRQHWKLVURRP,¶YHGRQHWKDWURRPDQGQRZ,¶P going upstairs 
EHFDXVH,IHHOHPEDUUDVVHGWRZRUNLQIURQWRI\RX´´Keerat: second, P/F) 
 
$ELQDDVKZLWKKHUSDUHQWV¶VXSSRUWGHFLGHGWRDEDQGRQKHUSXUVXLWRIDWUDGLWLRQDOPDUULDJH
arrangement and the social expectations attached to traditional married life afterwards.  




DIIHFWKHUFKLOGUHQ¶VOLYHV She talked about her current pregnancy in an extreme example of 
her QHHGWRSURYHKHUSODFHLQKHUKXVEDQG¶VIDPLO\: 
³,IHOWOLNH,ZDVIRUFHG[in]WRKDYLQJWKLVEDE\MXVWWRSURYHWKDW,¶PDEOHWRVREVJLYH\RX
JUDQGFKLOGUHQRU\RXNQRZDEOHWRKDYHNLGV´Keerat: second, P/F) 
 
The social roles described by the informants created not only a social expectation, but also a 
duty that the daughter-in-law will be capable of looking after the family and will put their 
needs first:  
³<RXVHHZHKDYHWKLVFRQFHSWLQRXUFRPPXQLW\What if you have bore boys then they 
should look after you.  Our community relies on sons and daughters-in-ODZV´
(Birinder: first, None/L) 
In one case, the lack of support extended to disapproval of attending hospital appointments 
because of the impact this would have on the ZRPDQ¶Vworkload at home.  This could be 
viewed as an attack on the moral worth of this woman within the family and the legitimacy of 
the seriousness of her illness. 
Thus, the core live value of the µcentrality of family duty¶ appears to have created a shared 
conceptualisation of what constitutes µQRUPDO¶OLIHIRUD3XQMDELZRPDQ, which is easily 
threatened by a LTC and has tangible consequences:   
³:KDWZDVRQFHDPDVVLYHVHQVHRIGXW\ZH¶OOORRNDIWHUWKHPLQWKHLUROGDJHQRZ
LW¶VD KXJHEXUGHQRIJXLOW,W¶VJRLQJWRWHDUP\KXVEDQGLQKDOIUHDOO\\RXNQRZLW¶V
DZIXOIRUKLPEXW,NQRZLW¶VDIIHFWHGP\KHDOWK´Jasnam: second, P/F) 
Therefore, those informants who were unable to fulfil their gendered social roles, as expected 
within their µWUDGLWLRQDO¶ group identity, WHQGHGWRSUHVHQWDµVWUXJJOLQJZLWKQRUPDOLW\¶




dominant and showed evidence of normalisation. For example: 
³There is no sympathy, there is no excuse. [...]  I need to be able to do things that are 
>SDXVH@YHU\QRUPDOIRURWKHUSHRSOHEXWIRUXVLW¶VVXFh a struggle just to open a 
jar´Keerat: second, P/F)  
 
 ³,GRQ¶WZRUU\DERXWWKDW[housework] anymore because they [children] all grew 
up... If you control things yourVHOIWRPHWKDWLVQRUPDO´%LULQGHU: first, None/L) 
 
It was evident that how much agency an informant illustrated in her everyday life, whether 
she felt in control or that family members were, DQGKRZWLHGVKHZDVWRDµWUDGLWLRQDO¶IHPDOH
Punjabi role, impacted on her ability to reconceptualise what constituted normal life.  The 
ability to normalise the illness therefore appeared to be influenced E\DQLQIRUPDQW¶Vposition 
in the traditional gendered social cycle, the consequences of the diagnosis, disclosure and 
symptoms at key social times, and how willing/ able she was to achieve social expectations in 
a different social space. 
 
Beliefs about illness causation 
Commonly, the first generation Punjabi women made sense of the development of RA as a 
FRQVHTXHQFHRISDVW³EDG´DFWLRQV7KLVkarmic explanation was also reported by the second 
generation women to be a common explanation for the onset of illness amongst the Punjabi 
elders. 
³,GRWKLQNWKDW,PXVWKDYHGRQHVRPHWKLQJEDGLQP\ODVWJHQHUDWLRQDQGWKDWLV why 
,KDYHWKLVDUWKULWLV´$PDQ: first, None/L) 
³You deserve to be ill because you were a bad person or something, there is a lot of 
that.´'HHSLQGHU: second, P/F) 
This moral judgement, either made by the woman herself or by others, leads to a 
µGLVFUHGLWDEOH¶VWDWXV, countering moral claims that the individual is deserving of support.  
Gurveer (Case study 1) did not want to disclose her illness to others because of the 
assumptions they would make about her moral character.  *RIIPDQ¶VµPRUDOFDUHHU¶LV
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made explicit through these illness narratives where the onset of an illness is perceived as the 
outcome of discreditable action made tangible.   
 
The assignment of self-blame may indicate why illness is commonly hidden from others 
among the Punjabi communityERWKLQWKH8.DQG³EDFNKRPH´, in order to avoid the moral 
judgements and consequent stigmatisation: 
³$ORWRIWLPHV\RXZRQ¶WILQGRXWLIVRPHERG\LVLOOZLWKDQ\WKLQJLQRXUSHRSOH´
(Chann: first, P/F) 
³,JRWPDUULHGLQ3DNLVWDQ0\KXVEDQGVDLG³'RQ¶WWHOOWKHP\RX¶UHLOO [with RA]... 
WKH\¶UHJRLQJWRNQRZ,¶YHJRWDQLOOZLIH´´1LUPDLO: second, P/F) 
The second generation women wanted to distance themselves from the discriminatory 
attitudes of their elders, perhaps enabling them to attempt to maintain a more elevated moral 
status.  
 
Some of the women (both first and second generation) were fatalistic, believing that being 
GLDJQRVHGZLWK5$ZDVDSUHGHWHUPLQHGIDWHWKDWZDVXQDOWHUDEOHH[FHSWE\*RG¶VZLOO:   
³7KHGRFWRUVGRWU\EXWWKH\DUHQRW*RG:HKDYHWRDFFHSWWKDWZHKDYHWKLV
FRQGLWLRQEXWOHW¶VIDFHLWWKDW*RGKDVWKHXOWLPDWHFRQWURO´$Pan: first, P/F)  
&KDUPD]ZURWHWKDWµVXIIHULQJFDQDZDUGDQLQGLYLGXDODQHOHYDWHGHYHQVDFUHG
PRUDOVWDWXV¶$OWKRXJKRQHZRPDQGHVFULEHGKHUVHOIDVD³superwoman´ for coping with the 
illness and continuing to present a normal life, these fatalistic beliefs undermined an 
externally elevated status.  Due to the association of illness with immoral activities amongst 
the elders, the ill health experienced by the women was not publically acknowledged and RA 
almost always led to a diminished moral status within the community.  However, with two 
H[FHSWLRQVWKHVHµIDWDOLVWLF¶ZRPHQ also described their agency in how they lived with the 
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disease, for example, utilising self-management strategies and adhering to their prescribed 
treatment:   
³,I*RGJDve me the disease he has to put it right as well and give me relief.  I am 
taking the medication, m\ERG\IXQFWLRQVDWOHDVW´-DL: first, None/L)  
Therefore, these beliefs about illness causation did not necessarily prevent the informants 
from practically managing their condition, but appeared to influence their ability to 
incorporate it cognitively into their sense of normal life.  Lived religion is often difficult to 
differentiate from ethnic cultural mores and expectations (Ahmed 1992), so it was not 
possible for them to pinpoint where these beliefs originated and to resist discriminatory 
practices. 
 
Enacted stigmatisation was commonly thought to be caused by a lack of understanding about 
disease in general, and RA specifically, amongst the older generation.  However, it was not 
only older people that were described as not understanding, but also those who had recently 
DUULYHGIURP³EDFNKRPH´ZKHUHWKHUHZDVDGLIIHUHQWconcept of health and illness.   
³7hey [the older people] don¶WUHDOO\XQGHUVWDQGZKat it is,GRQ¶WWKLQNWKH\¶GEH
able to actually understand the biology behind it and WKHSK\VLRORJ\EHKLQGLW´
(Sukhnam: second, P/F) 
³,GRQ¶WWKLQNP\KXVEDQGXQGHUVWDQGVZKDWLW>5$@DFWXDOO\LV+H¶VIURP3DNLVWDQ
obviously different culture, diIIHUHQWZD\RIWKLQNLQJ´1LUPDLO: second, P/F, husband 
arrived in UK 7 years ago) 
Amongst the informants, there was an unanimous perception that other illnesses were viewed 
as more serious (by both the community and the informants themselves despite some high 
levels of self-reported disability).  For example, RA was thought of as less serious because 
the symptoms and treatment side effects of cancer, diabetes or heart disease were worse: 
³:KDWFDQEHZRUVHWKDQFDQFHU",GRQ¶WWKLQNWKDWDUWKULWLVLVVHULous.  Look, let me 
tell you my sister-in-law had it [cancer]  and her hair fell off´-DL: first, P/F) 
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 ³$WOHDVW,RQO\KDYH5$DQGQRWGLDEHWHVRUDQ\RWKHUGLVHDVH´(Dhiaan: first, 
None/L) 
³,KDYHVHHQSHRSOHZLWKZD\ZD\ZRUVHWKLQJV\RXNQRZSHRSOH with heart 
problems.  $QGWKLV>5$@LVQRWKLQJ´&KDQQ: second, P/F) 
This comparison of RA to other conditions (acute and long-term) results in a devaluing of the 
severity of their illness and its consequences.  The lack of understanding about the intangible 
symptoms of RA such as pain and fatigue, and the potential long term joint damage and 
disability, ZRXOGH[SODLQZK\PDQ\RIWKHLQIRUPDQWVZHUHµVWUXJJOLQJZLWKQRUPDOLW\¶DQG
unable to reset or return to normality.  Even if symptoms could be alleviated by medication, it 
appears that the diagnosis, continuation of medication and hospital visits would maintain a 
stigmatised status and could prevent normalisation from occurring.  
The differences between the first and second generation women may signal how able or 
ZLOOLQJWKH\ZHUHWRDFFXOWXULVHWKDWLVPRYHDZD\IURPµWUDGLWLRQDO¶EHOLHIVDERXWLOOQHVV
causation in favour of allopathic explanations that removed self-blame. This is illustrated by a 
younger first generation woman (Ajeet, 36 years) who idHQWLILHGOHVVZLWKKHUHOGHUV¶YLHZV
and more with her peers: 
³7KHROGHURQHVDUHDVKDPHG7KH\ZDQWWRKLGH7KH\ZRQ¶WJRRXWLQDZKHHOFKDLU
,¶PQRWOLNHWKDW´ (Ajeet: first, P/F) 
Although informants talked about the importance of their religious beliefs in their lives, there 
were not specific teachings or beliefs quoted about how to cope with illness or clear 
difference between the Muslim and Sikh women in how they normalised illness. 
  
Discrimination in the workplace and mediating factors 
Loss of self-worth was also caused by perceived discrimination in the workplace. All but one 
informant had worked outside the home in paid employment (including those employed in 
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family businesses).  There were common experiences of struggling to continue work because 
of RA symptoms, particularly due to joint stiffness affecting mobility in the morning, painful 
and weak joints impacting on physical tasks, overwhelming fatigue resulting in lack of 
concentration, and where relevant, standing for extended periods: 
³After six months I got really bad so I had to stop for good. It was all factory work 
[...]  We used to stand in our job nearly all day. 0\OHJVXVHGWRJLYHZD\´-DL: first, 
None/L) 
 
However, there was a difference between the first generation women and those born and 
educated in the UK.  The older women described how the RA led to their cessation of 
employment because the nature of the work and work environment was unsuitable, including 
long hours and manual work:  
³,VWDUWHGDKRXUVKLIW>DWDIDFWRU\@DQG I was getting worse after that. Moving the 
ELJORDGV´Gurveer, B3: first, None/L) 
 
³We have [had] to sell the shop [...]  All I wanted to do is stay in bed, so my husband 
FRXOGQ¶WGRLWRQKLVRZQ´1DULQGHU: first, P/F) 
These informants were unable to get any job accommodations for their work disability due to 
communication barriers, lack of education/qualifications that limited the type of employment 
they were engaged in, and/or implicitly a lack of knowledge about rights or confidence in 
asserting them: 
³,KDYHWKHSUREOHPRI(QJOLVKWKDW¶VWKHRQO\WKLQJWKDWKDVNHSWPHEHKLQGUHDOO\´
(Aman: first, None/L) 
 
³,FDQVSHDN(QJOLVKEXW,GRQ¶WNQRZKRZWRFRQVWUXFWP\VHQWHQFHVSURSHUO\
SometimeVLW¶VKDUGWRXQGHUVWDQG´-DL: first, None/L) 
 
The acceptance of discrimination may indicate differing perceptions of citizenship, or cultural 
changes between generations, as signalled through maintenance (or not) of attitudes 
SHUFHLYHGDVµWUDGLWLRQDO¶WRDQHWKQLFPLQRULW\JURXS1D]URR	.DUOVHQ.arlsen 
2004), but further research is required to clarify this.  Similarly to Gurveer (Case study 1), 
these informants found the loss of work distressing and this discrimination led to a devaluing 
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RIWKHLUVWDWXVDVFLWL]HQVLQWKHLUµDGRSWHG¶FRXQWU\DQGtheir self-identity as providers for 
WKHLUFKLOGUHQ¶VIXWXUHV  As migrants, their socio-economic position is in the UK, whatever 
WKHLUIRUPHUVWDWXVµEDFNKRPH¶PD\KDYHDOVRFRQWULEXWHG to illness as a barrier to continued 
employment (see Elstad 1996; Nazroo 1998 for fuller discussion).    
 
In contrast, the second generation women interviewed described no work discrimination and 
were often offered job accommodations by understanding employers that meant that barriers 
to working with RA were overcome:   
³0y boss is really, really good and I spoke to the Occ. [Occupational]  Health here. 
Occ. Health said worNIURPKRPHWZRGD\VDZHHN´-DVQDP: second, P/F) 
 
Similarly to Abinaash (Case study 2), these professional informants were confident in 
disclosing their illness because they knew that there was flexibility in time management and 
the ordering of tasks within their position.  However, there were two exceptions.  One 
informant had not disclosed to her employer due to fear of dismissal, but had to a trusted, 
supportive colleague: 
³2EYLRXVO\,KDYHQ¶WWROGZRUN[about RA], so I just carry on doing it.  I had a 
colleague that was helping me but she sort of understood what I was going through.´
(Nirmail: second, P/F) 
 
In the other case, the informant had disclosed her illness to her employer, who had attempted 
to make accommodations, but due to the nature of her job (as a dinner lady) was unable to 
continue with her work.  Those informants with a university education had obtained work 
that was more flexible and could be adjusted to the fluctuating RA symptoms.  These 
resources mediated the potential for a devalued status in a work setting for all but one of the 
second generation women (who did not have a degree) and resulted in them not being 
excluded from a meaningful activity.  For those that had lost work, the diminishment in moral 






In relation to normalisation of their illness, the loss of employment may substantially affect 
WKHLUDELOLW\WRµUHVHWQRUPDOLW\¶VLQFHDPDMRUFRPSRQHQWRIWKHLUUROHLGHQWLW\KDVEHHQ
altered.  The intersection of illness and work disability requires more attention but is 
mentioned briefly here to illustrate some of the mediating factors that affected the moral 
experience of illness LQWKHVHZRPHQ¶VEURDGHUFRQWH[W 
 
Discussion 
The moral narratives in these data, as highlighted in the case studies, focus on the difficulty 
of escaping culpability for the onset of the illness and its consequences.  This difficulty 
particularly resulted from beliefs about illness causation that blame the individual for the 
onset of illness, and disruption to social roles and expectations underpinned by the core lived 
YDOXHRIWKHµcentrality RIIDPLO\GXW\¶7KLVLOOXVWUDWHVKRZWKHµOLYHG¶UHOLJLRXVEHOLHIVDQG
gendered expectations linked to this ethnic group resulted in some participants losing moral 
worth, contributing to their struggle to normalise. Punjabis talk of who is honourable, 
SDUWLFXODUO\LQUHODWLRQWRJLUOV¶UHSXWDWLRQVKDVEHHQGRFXPHQWHGSUHYLRXVO\%UDGE\ 
 
The link between the person and the social that is characteristic of moral narratives (Bury 
2001) was explicit amongst these Punjabi women.  Blaxter (2010: 70) VXJJHVWVWKDWµwomen 
especially having a moral duty to manage illness because they care for others, but for 
everyone moral character is assessed through the responses to ill-KHDOWKDQGDGYHUVLW\¶It 
may be that gendered roles are less fluid in Punjabi culture and men are less likely to take on 
cariQJUROHVWKXVH[WHQXDWLQJWKHZRPHQ¶V moral experience.  The 3XQMDELZRPHQ¶Vjourneys 
of normalisation were clearly dominated by interaction with the values of their specific µlocal 
socLDOZRUOG¶, but varied between informants due to different degrees of acculturation.  The 
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hierarchy of their moral status (Charmaz 1999) appeared to be determined more by their 
ability to fulfil their role in the social cycle, rather than by evidence of personal suffering.   
 
The concept of moral experience has explanatory value because it focuses attention on what 
is most important to actors in their local social world (Yang 2007), and thus to what may 
impede adaptation to illness.   Where a core lived valXHVXFKDVWKHµcentrality RIIDPLO\GXW\¶
is widely held, and fulfilled in a formulaic social cycle, disruption of this value through 
illness must be addressed if normalisation is to be supported.  $ELQDDVK¶Vcase study 
illustrated that illness may disrupt key social processes, such as arranging a marriage.  The 
importance of key social events is evident in other studies. For example, the negative impact 
of disclosure on marriage prospects for young women and men with Type 1 diabetes was so 
prevalent in India, particularly due to the perception about the hereditary nature of diabetes, 
that a website was commissioned to dispel common myths and reduce stigmatisation (Patel et 
al. 2001).  The key times of entering a stigmatised or moral career become not only difficult 
phases in an illness trajectory to be endured, but catalysts for WKHFRXUVHRIDQLQGLYLGXDO¶V
biography to be substantially altered and normalisation made exponentially more difficult to 
achieve.  Thus, where there are gendered expectations in an ethnic group, interventions may 
need to be sensitive to differences in the impact of illness on men and women.  However, 




elements in the normalisation process, was commonly important to the Punjabi women.  
There appeared to be a moral imperative amongst the Punjabi women to minimise the social 
effect of the RA, not only because of personal stigmatisation but also potentially of the 
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family. This has also been recognised in relation to mental illness in China where a moral 
³GHIHFW´is assigned to sufferers and their families (Yang et al. 2007).  However, these efforts 
to minimise the social impact may affect the ability to self-manage illness and adapt to it in a 
way that is constructive for the psychological well-being of the patient.  For example, a wish 
to hide deformity in the hands from RA may result in isolation and not engaging in the social 
DFWLYLWLHVWKDWFRQVWLWXWHDµQRUPDO¶OLIHIRUPDQ\ Ahmad et al. (2002) described the 
complexity of negotiating identity for young Deaf Asians, including the role of religion as a 
symbol of identification.  For these Punjabi women, RA appeared to be one additional, 




health care system subscribes is relevant for different cultural groups since it µrequires the 
patient to be normal, at the same time that it requires the patient to comply with treatments 
and cope with the limitations imposed upon everyday activities¶. The Punjabi informants 
spontaneously talked about the importance of normality and provided examples of adaptation 
that indicated that many were actively engaged in the process of normalising illness.  
However, their moral experience indicates that there may be barriers to overcome in this 
process, where internal and external attitudes to long term illness intersect with external 
attitudes toward minority groups, how to present oneself as a member of a particular ethnic 
group or internal and external attitudes towards cultural assimilation (Karlsen 2004).  
Normalisation has its own moral imperative and health professionals may wish to consider 
exploring and discussing cultural values about health and illness, before asking patients to 




The work discrimination reported as being experienced by the (mainly first generation) 
informants, as a result of their symptoms and disabilities, was compounded by 
communication barriers and a lack of education (leading to limited alternative opportunities), 
and possible perceptions of citizenship (or entitlement) or cultural changes between 
generations.  That is, the structural discrimination that they commonly faced was not 
mediated by the VHFRQGJHQHUDWLRQ¶Vpersonal resources or attitudes perhaps gained through 
acculturation.  
 
/LQNDQG3KHODQQRWHWKDWVWLJPDµexists when elements of labelling, stereotyping, 
separation, status loss, and discrimination occur together in a power situation that allows 
WKHP¶.  It would be prudent for health professionals who are in a position of power during a 
consultation to consider that socioeconomic circumstances may sometimes be behind 
differences in treatment priorities, rather than make assumptions about ethnic or cultural 
differences per se.  It was difficult to ascertain from the data to what degree material 
FLUFXPVWDQFHVDIIHFWHGWKH3XQMDELZRPHQ¶V ability to normalise (for example, financial 
difficulties could preclude adaptations to bathrooms).  However, it was evident that the loss 
of work and income, led to disruptions of identity and self-worth.   
 
Although recruitment of minority groups into research is known to be difficult (Hussain-
Gambles et al. 2004), a modest sample was successfully achieved for this study (38% of 
those approached).  The original intention was to conduct a follow-up interview with each 
informant to collect life history data, which would provide further context for their illness 
narratives, such as migratory experience.  However, informants were unanimously reluctant, 
indicating that participating at all was a big step (only one had taken part in research before).  
However, given the complexity of issues hinted at in this paper, future research would benefit 
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from a longitudinal approach through developing trust with and a presence within the 
community. There is evidence that PHQ¶VH[SHULHQFHRI5$is different (Lack et al. 2011), 
and further research is required with men from this minority group, in addition to identifying 
the salience of the moral experience of illness in other cultural groups and LTC.   
 
The normality typologies of struggling, resetting and disrupted normality (Sanderson et al. 
2011) were evident in the Punjabi womeQ¶VDFFRXQWVLQGLFDWLQJKRZQRUPDOLVDWLRQPD\LQ
SDUWEHLQIOXHQFHGE\PRUDOH[SHULHQFHRILOOQHVV7KHDEVHQFHRIµUHWXUQWRQRUPDOLW\¶RU
µFRQWLQXLQJQRUPDOLW\¶W\SRORJLHVPD\EHLQGLFDWLYHRIZLGHUVRFLDOLQHTXDOLWLHV)RU
example, access to care may be more problematic for minority groups due to delays to 
secondary care and language barriers (Sheppard et al. 2008), which may affect their ability to 
have the timely access to effective medications that some of the White British informants 
reported (Sanderson et al. 2011).  It is known that these Punjabi women have different 
priorities for treatment than their white British peers (Sanderson et al. 2012), but the data 
presented in this paper show that by identifying important ethnic cultural values (such as the 
gendered expectations around µcentrality RIIDPLO\GXW\¶WKHH[SHULHQFHRILOOQHVVPXVWEH
understood within the broader context of the well-being of the family and wider community, 
alongside the impact of socio-economic influences.  Thus the emphasis on self-management 
interventions in NHS policies (DoH 2008) is misguided if family management, community 
awareness of long-term illness, and health care access issues are not addressed.  If illness 
experiences are to be understood within the total conWH[WRIWKHSDWLHQW¶VOLIHQRWRQO\WKH
dominant ideological or moral structure needs to be analysed, but also those of the SDWLHQW¶V
local social world where different values and priorities may have currency.  In conclusion, 
ethnicity may richly contribute to understanding different illness narratives, but because of 
its¶ interrelationship with gender and socio-economic position it is not possible to determine a 
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separate influence of ethnicity in the relationship between the moral experience of illness and 
its impact on normalisation. 
 
i
 First generation is used to mean a woman who was born abroad and moved to the UK (also with parents) and 
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Birinder 55 35 DMARD 1.625 0.8 First None/L Sikh Reset 
Dhiaan 61 26 DMARD 1.750 4.9 First None/L Sikh Strug 
Gurveer 59 4 Biologic 2.250 5.0 First None/L Sikh Disrupt 
Kirpal 62 5 DMARD 0.375 2.9 First P/F Sikh Reset 
Sukhnam 30 <1 DMARD 0.375 5.9 Second P/F Not P Strug 
Abinaash 43 29 Biologic 2.125 3.2 Second P/F Not P Reset 
Chann 41 7 DMARD 0.125 1.8 First P/F Muslim Reset 
Ajeet 36 <1 DMARD 1.125 3.5 First P/F Sikh Disrupt 
 Jai 60 11 DMARD 2.125 4.8 First None/L Sikh Disrupt 
 Keerat 29 2 Steroids 1.750 4.0 Second P/F Muslim Strug 
Narinder 59 3 DMARD 1.875 6.1 First P/F Sikh Strug 
Deepinder 50 8 DMARD 1.125 4.6 First P/F Not P Strug 
Guntas 57 30 Biologic 2.000 6.5 First P/F Sikh Reset 
Aman 72 10 DMARD 2.000 4.8 First None/L Sikh Reset 
Nirmal 38 <1 DMARD 1.250 5.1 Second P/F Muslim Strug 
Jasnam 39 <1 DMARD 0 2.4 Second P/F Sikh Fluc 
 
aDMARD=Disease Modifying Anti-Rheumatic Drug (Methotrexate, Sulphasalazine or Leufledomide); Biologic=  
Biologic therapy (Humira, Enbrel or Rituximab); bHealth Assessment Questionnaire (Fries et al. 1980) (0=no disability, 
 3=severe disability); c Patient global health VAS 0-10cm (0=doing very well, 10=doing very badly); d None/L = None/Limited 
 (interpreter required); P/F = Proficient/Fluent; e Not P = Not practising; f Normality typologies (Sanderson et al. 2011):  
Disrupt=Disrupted normality; Strug=Struggling for normality; Fluc=Fluctuating normality; Reset=Resetting normality;  




Figure 1: Overview of interview schedule 
x Tell me about your KHDOWK«  (THOOPHDERXW\RXUUKHXPDWRLGDUWKULWLV«)  
x What is the most difficult aspect of the arthritis for you?  
x Other patients have talked about wanting a normal life. What does that mean to you? 
x What makes you feel well (or better)?  
x How do you deal with the arthritis? (or cope / manage) 
x (If appropriate): Tell me about your RU\RXUIDPLO\¶Vmove to the UK... 
x How do others react to your arthritis within your community? Outside of your 
































Gurveer was diagnosed with RA four years ago, has high functional disability and is prescribed a 
powerful medication (anti-TNF therapy) for high disease activity.  She moved from India in the 
1960s, is currently in her late fifties, a widow and speaks English hesitantly.  She struggles with 
RA daily: 
 “/ŐĞƚǀĞƌǇĚĞƉƌĞƐƐĞĚĞĂƐŝůǇ ?/ŐĞƚƚŝƌĞĚǀĞƌǇƋƵŝĐŬůǇ ?/ƚ ?ƐďĂƐŝĐĂůůǇĂƐƚƌƵŐŐůĞƌĞĂůůǇ ? ? ?ƉĂŝŶ
is my main problem.  I used to do everytŚŝŶŐŵǇƐĞůĨ ?ďƵƚŶŽǁ/ĐĂŶ ?ƚĚŽƚŚĂƚ ? ? 
This inability to complete everyday tasks has led to a devalued sense of self. Additionally, 
Gurveer feels that she can no longer groom herself properly.  She has stopped attending the 
Sikh temple and other social gatherings for fear of what her peers may think (i.e. felt 
stigmatisation).  Her main strategy for maintaining an outwardly normal life is to stay at home, 
and this has led to isolation: 
 “/ĐĂŶ ?ƚƐŽĐŝĂůŝƐĞůŝŬĞďĞĨŽƌĞ ?/ĨĞĞůĂƐŚĂŵĞĚŝŶĨƌŽŶƚŽĨŽƚŚĞƌƐǁŚĞŶ/ drop things.  I try 
ĂŶĚĐĂŶ ?ƚĞǀĞŶĞĂƚ ?ǁŝƚŚŵǇŚĂŶĚ ? ?/ĨĞĞůŵǇĚŝŐŶŝƚǇŝƐŶŽƚƚŚĞƌĞĂŶǇŵŽƌĞ ? ? ?/ĨĞĞůƉĞŽƉůĞ
are going to say  “ Ś^ĞĐĂŶ ?ƚĞĂƚƉƌŽƉĞƌůǇ ?ƐŚĞĐĂŶ ?ƚƐŝƚƉƌŽƉĞƌůǇ ?ƐŚĞ ?ƐĚƌŽƉƉŝŶŐƚŚŝŶŐƐ ? ? ?
She ĂůƐŽĚŽĞƐŶŽƚƚĂůŬĂďŽƵƚŚĞƌ ?ƐƵĨĨĞƌŝŶŐ ? ?ďĞŝŶŐsilenced ďǇŚĞƌƉĞƌĐĞƉƚŝŽŶƐŽĨŽƚŚĞƌƐ ?
judgements about her illness, their lack of knowledge about the condition, and the need to 
justify her appearance and behaviour: 
 “/ĚŽŶ ?ƚůŝŬĞŐŽŝŶŐƚŽƉĞŽƉůĞ ?ƐŚŽƵƐĞƐďĞĐĂƵƐĞ/ĚŽŶ ?ƚůŝŬĞƚŚĞŝƌĂƚƚŝƚƵĚĞ ? ? ?/ĚŽŶ ?ƚƐŚow 
ƉĞŽƉůĞƚŚĂƚ/ ?ŵƐƵĨĨĞƌŝŶŐ ?/ ?ŵŝŶƉĂŝŶ ?/ũƵƐƚŬĞĞƉƋƵŝĞƚ ? ?
Outside of the Punjabi community, she has experienced discrimination in her workplace: a 
factory.  She was unable to speak more than a few words of English at that time and felt that 
she had no choice but to resign from her employment: 
 “/ĨǁĞƵƐĞĚƚŽŐŽŽĨĨƐŝĐŬ ?ƚŚĞǇƵƐĞĚƚŽƚĞůůƵƐŽĨĨ ?“tĞĐĂŶ ?ƚĂĨĨŽƌĚƉĞŽƉůĞŽĨĨƐŝĐŬ ? ?dŚĞǇ
ƵƐĞĚƚŽƐĂǇ “/ĨǇŽƵĐĂŶ ?ƚĚŽŝƚ ?ƚŚĞŶũƵƐƚŐŽ ? ? [...]  I still miss my work.  Even when I pass 
the factory now I feel ƐŚŽĐŬĞĚ ? ?
She appears to be at a loss about how to fill her days.  Her main strategy for coping with the RA 
is distraction (visits from her daughter and grandson or watching Indian dramas on TV), rather 
than actively managing it: 
 “/ǁĂƐůŝƐƚĞŶŝŶŐƚŽƚŚĂƚ ?arthritis] CD [that the specialist nurse gave me] and getting so 
ĚĞƉƌĞƐƐĞĚ ?/ĂŵƚƌǇŝŶŐƚŽĨŽƌŐĞƚĞǀĞƌǇƚŚŝŶŐĂŶĚũƵƐƚĐĂƌƌǇŽŶ ? ?
Her narrative is one of being overwhelmed and struggling to maintain normality.  She repeated 
 “/ĚŽŶ ?ƚǁĂŶƚƚŽďĞĂďƵƌĚĞŶ ? throughout the interview and projected a sense of worthlessness.  
The felt and enacted stigmatisation has led to a diminished moral status where she is no longer 
a functioning worker or member of the community:  
 “ǀĞŶƚŚŝƐŵŽƌŶŝŶŐ/ǁĂƐƐŝƚƚŝŶŐŚĞƌĞƚŚŝŶŬŝŶŐ “ĂŶ/ŐĞƚŶŽƌŵĂů ?,ŽǁĐĂŶ/ŐĞƚŶŽƌŵĂů ? ?
/ŶƐŝĚĞŵĞ ?ŝĨ/ĂŵŶŽƌŵĂů/ĚŽŶ ?ƚŚĂǀĞƉĂŝŶƐŽƌĂŶǇƚŚŝŶŐ ?'ŽŽĚŚĞĂůƚŚ ?ůŝŬĞŶŽƉĂŝŶƐ ?ǇŽƵ












Abinaash was diagnosed with RA almost 30 years ago, but has similar levels of self-reported 
disability to Gurveer and is also receiving anti-TNF therapy.  She is in her early 40s, married to a 
White British man with two small children, and works in an office.  She was born in the UK and 
has moved into a semi-rural area, but has frequent contact with her extended family.  She 
describes the  “ǁŽƌƐƚƉĞƌŝŽĚŽĨŵǇůŝĨĞ ?ĂƐŝŶƚŚĞƉĂƐƚ ?ǁŚĞŶƐŚĞŚĂĚƚǁŽŚŝƉƌĞƉůĂĐĞŵĞŶƚƐ P 
 “/ĂůŵŽƐƚĨĞĞůŵǇƚǁĞŶƚŝĞƐǁĞƌĞǁŝƉĞĚŽƵƚ ?ŝŶƐƚĞĂĚŽĨŵŽǀŝŶŐŽŶŝŶŵǇĐĂƌĞĞƌ ?ŝƚǁĂƐ
literally just a lot of pain and hassle. I had it [second hip] done at 27, so I was nearly 28 
when I went back to work. ? 
In addition to the physical impact of the illness at this time, there was social pressure to arrange 
a marriage for her: 
 “dŚĂƚǁĂƐŶ ?ƚŚĂƉƉĞŶŝŶŐƚŽŵĞ ?/ŚĂĚĂƉŚǇƐŝĐĂůĚŝsability, which in the Asian community 
ŝƐŶ ?ƚůŽŽŬĞĚƵƉŽŶǀĞƌǇǁĞůůƌĞĂůůǇ ? ? ?dŚĞŵŽŵĞŶƚ/ ?ĚƐĂǇ “KŚ ?/ŚĂǀĞƌŚĞƵŵĂƚŽŝĚĂƌƚŚƌŝƚŝƐ
ĂŶĚ/ŚĂǀĞĂĨĂůƐĞŚŝƉ ? ?ƚŚĞŝƌĨĂĐĞƐǁŽƵůĚũƵƐƚ “KŚ'ŽĚ ?ǁŚĂƚŚĂǀĞǁĞĐŽŵĞƚŽƐĞĞ ? ? ? 
This perceived enacted stigmatisation incůƵĚĞĚĚŝƌĞĐƚƋƵĞƐƚŝŽŶƐĂďŽƵƚǁŚĞƚŚĞƌďŝŶĂĂƐŚ ?Ɛ
condition would affect her fertility and ability to raise children.  Her parents agreed to 
discontinue with the matchmaking because the physical disability and its impact on the potential 
in-ůĂǁƐ ?ƐŽĐŝĂůǁŽƌƚh appeared to be too big a barrier to a successful outcome.  Abinaash 
ĞĨĨĞĐƚŝǀĞůǇƌĞŵŽǀĞĚŚĞƌƐĞůĨĨƌŽŵƚŚŝƐ ?ƐŽĐŝĂůƐƉĂĐĞ ?ĂŶĚŽƚŚĞƌƐ ?ĞǆƉĞĐƚĂƚŝŽŶƐĨŽƌŚĞƌĂƐĂWƵŶũĂďŝ
woman at a key time, entering prescribed social roles: 
  “/ƚĚĞƉĞŶĚƐŽŶǁŚĞŶƚŚĞƉŚǇƐŝĐĂůĚŝƐĂďŝůŝƚǇƐƚĂƌƚƐ ?ŝĨǇŽƵ ?ƌĞĂǁŽŵĂŶ ? ? ?^ĂǇǇŽƵŚĂǀĞŚĂĚ
ǇŽƵƌĨŝƌƐƚĐŚŝůĚĂŶĚǇŽƵŐĞƚZ ?ŝƚ ?ƐŵŽƌĞĂĐĐĞƉƚĂďůĞďĞĐĂƵƐĞǇŽƵĂƌĞƚŚĞŵŽƚŚĞƌŽĨƚŚĞŝƌ
grandchild. tŚĞŶĂŶƐŝĂŶŐŝƌůŐĞƚƐŵĂƌƌŝĞĚ ?ƐŚĞŶŽƚŽŶůǇĂĐĐĞƉƚƐƚŚĞŚƵƐďĂŶĚ ?ƐĨĂŵŝůǇ ?
she takes over everything they do, then she has her children, ƐŚĞ ?ƐŐŽƚƚŽůŽŽŬĂĨƚĞƌ
ƚŚŽƐĞ ? ?
Her independence from these social expectations is also shown through her decision to study in 
a different city from where her parents lived, which she described as unusual amongst her peers.  
She attributes her university experience to providing the confidence to assert her needs at work: 
 “/ŚĂǀĞůĞĂƌŶƚƚŽstop. I have learnt to ƐĂǇ “K</ŶĞĞĚƚŽƌŝŶŐǁŽƌŬĂŶĚƚĞůůƚŚĞŶ/ĂŵŶŽƚ
working this afternoon. ? 
With her desk job, she is able to be flexible about when tasks are completed and work around 
fluctuating symptoms.  She communicates openly about her illness, asking for help from 
strangers (e.g. to open tops on bottles) or reminding family members that tiredness is a 
symptom of RA.  She actively manages her disease and in this way has incorporated it into a new 
 ?ŶŽƌŵĂů ?ůŝĨĞ P 
 “/ ?ŵĐŽŶƐĐŝŽƵƐŽĨǁŚĂƚ/ĐĂŶĂŶĚĐĂŶ ?ƚĚŽ ?/ŬŶŽǁƚŚĞƌĞĂƌĞĚŝĨĨĞƌĞŶƚǁĂǇƐŽĨĚŽŝŶŐƚŚŝŶŐƐ ?
[...] I have got back to what I know as normality.  We have a normal family life. The 
difference is that my son did my sandals up for me this morning ? ? 
ďŝŶĂĂƐŚŚĂƐĞĨĨĞĐƚŝǀĞůǇƌĞƐĞƚŚĞƌĐŽŶĐĞƉƚƵĂůŝƐĂƚŝŽŶŽĨĂŶŽƌŵĂůůŝĨĞ ?Žƌ ?ƌĞƐĞƚŶŽƌŵĂůŝƚǇ ? ?ĂŶĚ
